Abstract
Introduction
At present, cancer is a disabling chronic disease due to complex and continuous treatment. The child or adolescent in cancer treatment is exposed to repeated invasive medical procedures resulting in side effects and pain, as well as suffering from interruption of school and social routine, suspension of leisure activities, altered eating habits, changes in self-image, feelings of uncertainty about treatment, frequent hospitalizations, losses that impair their socialization and adversely interfere with the maintenance of their daily relationships 1 . These consequences extrapolate the individual scope and achieve family life as a first nucleus of socialization and support for individuals 2 , especially for children and adolescents whose degree of autonomy in decision-making and maintenance of material conditions of existence is limited. Therefore, child and adolescent cancer can be considered as a disability, based on a critical perspective to the concept traditionally defined by the medical model of disease 3 which limits it to biological aspects. The critical concept of disability incorporates the vision of a complex and multifaceted phenomenon, and expresses social, cultural and economic inequalities 4 . Historically the definition of disability has shifted from the biomedical model to the social model, which understands it not only as a limitation of the body, but as the relation of inequality imposed by environments with barriers to a body with disabilities 5 . From this expansion, the concept of disability becomes an umbrella concept that encompasses, in addition to the biological body with disabilities, the limitations of activities or restrictions of participation. In Brazil, however, the biomedical model of disability still seems to support welfare actions and social policies, regardless of the advance of the theoretical debate around the social model.
Therefore, disability appears as a theme for public policies, especially those of a distributive and social protection nature 6 . In this conceptual and expansion of the concept review, genetic, chronic and serious infectious diseases are now classified as disabilities 7 . It is worth pointing out, in this new scenario, the different senses and the tensions at stake in the redefinition of this concept in what concerns the construction of identities and self-classification of social groups that are not always concordant.
Based on these reflections, our intention was to contextualize briefly the reason why cancer, as a limiting disease and long-term treatment,
is linked to what is called disability in the public policy area, although it does not fit as a disability in itself. In this direction, the expression of this understanding in a recent change in public policies is highlighted, Law 12,470 / 2011 -Organic Law on Social Assistance 8 is an example -where the concept of disability has changed in the sense of extending it.
The experience of cancer illness in children and adolescents is very complex and condenses several meanings. It often expresses profound changes in the network of family members involved, due to: financial difficulties, estrangement between family members, intra-family conflicts and the forced reorganization of daily family life. The demands highlighted by caregivers of children with leukemia, in a study carried out by Kohlsdorf and Costa Júnior 1 , include the need for greater patient care and monitoring; changes in the professional routine of caregivers who need financial adjustments due to increased expenses; and, changes of residence due to treatment requirements. For these reasons, it is extremely important to understand the social demands generated in the oncological treatment of children and adolescents and the current responses of the Brazilian social protection system to these situations that have a peculiar impact on the collective and individual existence of the children and adolescents in treatment and their families.
This article aims to problematize the advances and limits of the Brazilian social protection system against the social demands arising from the treatment of children and adolescents that go beyond the specific limits of health care. The need for this reflection was imposed in the context of the first author's experience in a pediatric ward of a public reference hospital in oncology in the city of Rio de Janeiro, which accompanies children and adolescents with cancer and their families, which resulted in the study on the subject in the scope of a Post-graduation in Public Health in the same city. This part of the recognition of the complexity of this disease characterized by severe clinical demands and several repercussions in family daily life and social life. The article deals with the social rights of this part of the population.
Child and adolescent cancer, access to cancer treatment and social demands: a brief overview Access to oncological treatment permeates several areas of the patient's and family's life, and is not only related to the medical-biological aspect of the disease. Socioeconomic, emotional and cultural conditions can also influence access and continuity of treatment. This is because, from the child and adolescent sickness, there are several social demands that emerge for the family every day. Literature has already pointed out in our recent past the relevance of discernment regarding health demands and needs as particular historical concepts related to a particular type of economy and social organization model, as well as its importance for the planning of health actions 9 . The social demands discussed here are within the scope of concerns related to the guarantee of constitutionally established social rights and the responses of public authorities in situations involving public health policies such as child and adolescent cancer. In this direction, the relevance of social protection systems is discussed as a fundamental resource for effective treatment. At this point, it is important to estimate the new cases of cancer in children and adolescents up to the age of 19 in Brazil, which justifies the need to discuss the growing demands of this social group in a context of considerable social inequality. A total of 420,310 new cases of cancer are estimated for Brazil in 2016. As the median percentage of pediatric tumors observed in Brazilian Population Base Cancer Registries (RCBP) is close to 3%, it appears that there will be approximately 12,600 new cases of cancer in children and adolescents up to the age of 19 years old 10 . The neoplasias occupy the second position of deaths occurred in 2013 for children / adolescents (from 1 to 19 years), falling below only deaths from external causes, becoming the most lethal disease 11 . These data highlight the importance of this chronic noncommunicable disease, in the formulation of policies and actions to promote the health of children and adolescents 4 .
For Monteiro and Pimentel
12 the dynamism of the disease health processes is referred to the recognition of the interferences of the conditions of existence both in the production of diseases and in the recovery of the health of the individuals. This perception has been demanding the overcoming of the traditional model of care centered on biomedical care, which implies admitting how much the treatment should attend to the social aspects that go through the health and disease processes. It can be noticed that if the incidence of cancer is not directly related to socioeconomic factors, the effectiveness of treatment certainly is 13 . From this perspective, the conditions of access to treatment and its maintenance determine the possibilities of coping with the disease 14 . Oncological treatment of children and adolescents, in general, generates numerous social demands that express the social inequalities present in contemporary society. In this sense, the emerging demands after chronic illness, according to Silva et al. 13 are related to these socioeconomic conditions of individuals and their family support network. The process of sickness of the child and the adolescent is presented, first as a private and family issue, hence the importance of giving attention to aspects of everyday life, changes in routine, organization of care 15 . The impact of the disease on the patient and his family needs to be understood, since it is in this context that the disease arises, and it is with this sociofamiliar structure that they will respond to the disease situation 14 . Therefore, the experience of chronic illness, including cancer, is also influenced by externalities related to social policies that provide access to health services and other conditions that interfere with their lives 16 . The effective accomplishment of the oncological treatment presupposes the satisfactory attendance of a set of necessities such as: housing, transportation, food, income and the access to social goods and services. For Silva and Fonseca 16 , the formation of social protection systems originates in the needs of societies to prevent or reduce the impact of certain risks on individuals or social groups. Such risks arise from certain vicissitudes of social life, such as old age, childhood, illness, disability, deprivation, etc.
In this perspective, "the vital exercise of families is similar to the functions of public policies: both aim to account for the reproduction and social protection of the groups that are under their tutelage" 17 , the difference is that one is effective in the private sphere and the other in the public sphere, in the field of the rights to social protection. But, as the author points out, if, in traditional and pre-capitalist societies, the family occupied these functions almost exclusively, in contemporary societies they must be shared with the State.
Based on these considerations, the centrality of social protection policies can be seen as a fundamental resource to respond to social demands and, thus, make treatment effective. Social policies are here considered as the result of complex and contradictory relations established between the State and civil society in the context of the conflicts and class struggle that involve the process of production and reproduction of capi-talism 18 . However, in recent years, social policies have been suffering from the lack of accountability on the part of the State and the regression in the gains obtained with the promulgation of the Constitution of 1988.
Materials and methods
This study was structured based on a qualitative perspective 19 from the analysis of official documents that present the social rights of people with cancer, such as: Laws, Decrees, Ordinances and Policies added to the literature on children and adolescents with cancer. The purpose of the analysis was to describe the documents related to the rights guarantee system of cancer patients and their relatives in Brazil. This design aimed to broaden the understanding of the demands in relation to the group studied. The research project was submitted to the evaluation and approved by the Ethics Committee of the National School of Public Health.
Based on the qualitative approach, the official documents allow to compare, from the content, the current guidelines and their possible gaps. It is a question of making possible through the analysis the realization of weights and modifications to the current interpretations on the subject. In the present documentary research, a closer approximation with reality is sought through the analysis of the documents collected, described and presented below, which, due to their intrinsic characteristics, promote a better knowledge of the organization and dynamics of the society in relation to the subject, allowing new interpretations of related events 20 . Data organization and analysis were performed in two stages. The first one consisted in the survey of the documents themselves whose characteristics met the following criteria: (1) relevance in explaining the social rights of the person with cancer (2) potential scope of the disclosure of information for managers, health professionals and society; (3) express the objective of protecting children and adolescents and the clear commitment to guarantee access to public services, especially health services. That is, the documents that make up the corpus of analysis are those that are related to the broader objective of making access possible and guarantee the maintenance of the oncological treatment of children and adolescents. In order to meet these criteria, INCA's open access virtual portal was used to identify and collect documents. In this portal, documents related to the social rights of the person with cancer and to the issue of social protection for children and adolescents with cancer, available until March 2016, were accessed in the section on patient and family guidelines. From this first screening were also rescued the legislation on the websites of the Federal Government and the State Government of Rio de Janeiro.
In the second stage, the organization and classification of the material was carried out in order to describe and comment on it critically. The collected material makes up a total of eight documents described in Chart 1. It was observed that the selected documents are largely of national scope. Only the legislations regarding gratuitousness in collective public transport are the responsibility of the governments of the states and municipalities.
Results and discussion
Among the regulations for the social protection of children and adolescents with cancer in Brazil, the National Policy for the Prevention and Control of Cancer (PNPCC) stands out. Since the 1930s a concern has been raised with the prevention and control of cancer, taking it as a public health problem. At that time, a broad-based national cancer-fighting policy was idealized, capable of guiding preventive and assistance actions on a large scale, correcting the tendency to prioritize individual therapeutic actions, as occurred in medical-hospital settings. The objective was to promote the early detection of cancer and allow access to a quality and equitable treatment throughout the national territory 21 . The PNPCC aims to "reduce the mortality and disability caused by this disease and also the possibility of reducing the incidence of some types of cancer, as well as contribute to the improvement of the quality of life of users with cancer." It also aims to promote multiprofessional care for diagnosed patients, offering compatible treatment at each level of attention and evolution of the disease, as well as offering timely treatment as close as possible to the person's home 22 . This policy recognizes cancer as a chronic disease, which requires comprehensive care, also highlights the importance of identifying and intervening on the determinants and conditions of cancer types through intersectoral actions that promote health and quality of life 22 . Thus, it goes through the various aspects addressed by the other documents presented here. I-social protection, which aims to guarantee life, harm reduction and prevention of incidence of risks, especially: a) protection of the family, maternity, childhood, adolescence and old age; b) the protection to children and adolescents in need; c) the promotion of labor market integration; d) t he training and rehabilitation of people with disabilities and promoting their integration into community life; and e) the guarantee of 1 (one) minimum monthly benefit salary to the disabled person and the elderly who prove that they do not have the means to provide their own maintenance or have it provided by their family; II -socio-welfare surveillance, which aims to territorially analyze the protective capacity of families and in it the occurrence of vulnerabilities, threats, victimization and damages; III -the defense of rights, which aims to guarantee full access to rights in all sociowelfare provisions.
To the family, to maternity, to the child and the adolescent, to the elderly and to the disabled. The preparation and approval of the PNPCC can be considered a significant gain for the general population. However, the policy alone does not guarantee concrete conditions for its implementation. In the analysis of actions for promotion, prevention and early detection for the control of cervical cancer Carvalho 23 identified a mismatch between the PNPCC proposal and the implemented actions, concluding that this policy has not yet been implemented at the municipal level. The author also indicates the absence of scientific work on the PNPCC, therefore, a gap Its purpose is to regulate labor relations.
Universalization
Workers with ties to the social security.
Does not guarantee dismissal of the worker to accompany the child in medical treatment.
Chart 1. Documents intended to care for children and adolescents with cancer.
it continues in the production of knowledge on the subject. It is added to this observation as to the limits of its comprehensiveness when pondering the reflexes of this incapacitating disease in the familiar instance as an object also little contemplated in the production of knowledge on the subject.
One of the first and main impacts of child and adolescent cancer treatment on the family is the loss or decrease in family income, since in most cases a parent or guardian is forced to leave work to follow the child's treatment. Most serious situation in cases where the provider is also the sole responsible for the child or adolescent. Studies indicate that the cancer illness of one of the children, with the reorganization of daily life, can lead to a breakdown of the employment relationship and compromise the family income 24 due to the difficulty in reconciling the activities of care and work. Prolonged residence of the caregiver often leads to a decrease in family income, making it difficult for the whole family to reproduce socially, as well as maintaining patient care 25 . In a study, on caregivers / relatives of children with cancer, Beck and Lopes 26 , found work loss in all those in work activity when the child fell ill and all said that it is very difficult to reconcile care and work activities.
Regarding the family demand for income, it is important to highlight that, as shown in Chart 1, the Consolidation of Labor Laws (CLT) 27 guarantees only the worker's remoteness due to illness (Article 473 of the CLT), and does not extend to a person in the family who is ill. Public servants differently, but with limitations, are entitled to paid leave to accompany a sick child for a certain period followed by unpaid leave 28 care, the demand for continuous follow-up of a caregiver during the child and adolescent cancer treatment. This is because there is no endorsement of labor legislation that guarantees the maintenance of the job or the income of the person in charge. That is, in comparative terms, there is by the Statute of the Child and Adolescent (ECA) 29 , the guarantee / need for follow-up by those responsible for the children or adolescents in health care, but there is no provision in the Consolidation of Labor Laws (CLT) for social security or work benefits for such caregivers responsible for this responsibility.
It is also necessary to consider the parents or guardians who carry out informal labor activities, that is, without any labor or social security bond. For them, the societal transformations of the last decades have intensified social inequalities, subjecting a large contingent of workers to dependence on social assistance to ensure their survival and that of their families 30 and excluding another large share of these benefits.
The omission of policies regarding caregivers / family members who need to leave the job in favor of child or adolescent cancer care represents one of the limits of the Brazilian social protection system. The alternative that presents itself to those situations where the relative needs to leave the job to follow the treatment of the sick child or in cases where the parents are unemployed is to access the Social Assistance Policy through the Continuous Provision Benefit (BPC) and / or the Bolsa Família Program (PBF). The Organic Law of Social Assistance provides for the granting of the Continuous Provision Benefit (BPC) 8 , which is the transfer of income destined to the elderly or people with disabilities, incorporating people with serious genetic, chronic and infectious diseases whose family income per capita is less than ¼ of minimum wage. The transfer amount is a monthly minimum wage. Such transfer is independent of contributions to the social security system and is not conditional on the fulfillment of counterparts.
The possibility of the user in cancer treatment requesting such benefit occurs effectively with the amendment of LOAS by Law 13.146 / 2015. From this amendment, it was considered a person with a disability Those who have long-term physical, mental, intellectual or sensorial impediments which, in interaction with various barriers, may obstruct their full and effective participation in society on an equal basis with other people 31 . The BPC guarantee for low-income or non-income families whose child or adolescent is undergoing oncological treatment is essential, as they are consumed by the treatment process, without income and without working conditions, and are in a state of social insecurity. However, the BPC has selectivity criteria that must be met to grant the benefit. The main one is per capita family income that can not exceed ¼ of the minimum wage. It is also necessary to undergo social and clinical evaluation performed by technicians of the National Institute of Social Security (INSS). These circumstances expose users, according to Silva et al. 13 , to situations of uncertainty regarding the guarantee of the benefit and the maintenance of the income itself.
Also in relation to meeting the demand for income, we highlight Law 10,836 of January 9, 2004, which governs the Bolsa Família Program (PBF) and the FGTS withdrawal. As for the former, this is the largest income transfer program currently in the country, assuming centrality in the Brazilian Social Protection System. The PBF "is aimed at the population that lives in a situation of fragility due to poverty, lack of income, precarious or null access to public services or weakening of affective bonds 32" . However, the families served by the PBF must comply with basic requirements, such as: participating in actions to monitor the health and nutritional status of the children, enroll and follow the school attendance of children and adolescents in elementary education and participate in the socio-educational activities offered by Reference Centers for Social Assistance (CRAS). PBF was included because of its significance for the subsistence of the families of children and adolescents with cancer, from the point of view of those who assist in the service users.
It should be noted that both the BPC and the PBF are intended for families in situations of vulnerability, with per capita income as the main criterion. It is important to point out that focused and selective social programs, with restricted and inflexible criteria, tend to limit users' access to the benefits and services of this policy. In this way, they exclude portions of the population that, even though they are in a situation of vulnerability, do not meet the established criteria 13 . In relation to the second, it is legislation that guarantees the withdrawal of the FGTS for the worker whose dependent has cancer 33 . The withdrawal from the FGTS is the possibility of obtaining extra income, at a time when family expenses are rising. However, we must consider that it is a punctual income and the possibility of access only exists for people who at some point worked with social security bond.
As far as the treatment is concerned, there is another crucial demand related to the necessary travelling from the home to the health unit. For this situation was created Ordinance / SAS / No. 055 of February 24, 1999 , which deals with the routine of Out-of-Home Treatment (TFD) in the Unified Health System (SUS). It facilitates the referral of patients with non-treatable diseases in their municipality / state of origin to other municipalities / states that perform the required treatment. It is a way of guaranteeing the patient's access to the necessary treatment, even when it does not exist in his municipality or state 34 . TFD finances transportation, lodging and food expenses. However, this ordinance emphasizes that municipalities and states will pay for the above-mentioned expenditures according to budget availability, which may lead to the non-implementation of this right.
It should also be noted, as shown in the data presented, the Laws concerning gratuitousness in collective public transport of the municipal and intermunicipal network 35, 36 , which together with the TFD, aim to ensure patient access to the health facility which performs treatment. However, gratuity in collective public transport also has some limits, they do not fit all types of buses; has a number of pre-determined tickets per month; and, the process for its concession is delayed. And, there are still cases of patients who do not have clinical conditions to use public transportation, making their access to the health unit an issue to be resolved within the family and community.
In a study, Maldaner et al. 37 stresses that the distance between the residence and the health unit has a financial burden on the family, which can contribute to the discontinuity or interruption of treatment.
Finally, it is considered that social protection policies have not been able to meet the demands imposed by cancer treatment, which, in addition to those already mentioned, we can highlight: adequate housing and basic sanitation; hygiene conditions -sewage system and drinking water; healthy eating; accessibility; access to social goods and services 13 .
Final considerations
As presented in this article, oncological treatment for children and adolescents generates a number of demands, such as: reorganization of the family routine to accompany the child or adolescent, alteration of the work situation of those responsible, the need to maintain family income, travelling to the health unit, among others. These are complex questions that go beyond the scope of this work. The survey of Laws, Decrees, Ordinances and Policies added to the literature on children and adolescents with cancer highlighted aspects related to the demand for income and displacement.
PNPCC can undoubtedly be considered a breakthrough for the control and prevention of cancer, however, as a recent policy, it finds barriers in its implementation in the current context of public health in Brazil. It is also clear that the distance between written policy and the realization of the guarantee of the right to those who should actually benefit from it.
In relation to the demand for accompaniment of the child or adolescent, public employees are guaranteed by law to accompany their sick children, even for a limited time. The other workers, who perform formal or informal work activities, have no guarantee of maintaining their jobs or their income during the period of treatment of their children, which stands out as an important limit of the current Brazilian social protection policy.
Regarding BPC, great advances were made, such as the expansion of the concept of disability, changes in the concept of family and evaluation mechanisms, which included social evaluation beyond medical examinations. These provided greater access to benefit for cancer patients. However, some challenges are presented, such as: the granting of the benefit according to the per capita income, as the main criterion, limited to a very low value and the granting of the benefit that still very much depends on the evaluation criteria used by the medical expert. For these reasons, although this is one of the main social protection policies, its scope is still small.
Still in relation to income, the creation of the PBF meant an advance in the scope of the Brazilian System of Social Protection, as a mechanism to combat poverty in the country, characterizing itself as the only source of income for many families. However, it is focused on the poor and extremely poor population, with the main criterion of access being per capita income, which demonstrates its restrictive nature. It should also be noted that one of the counterparts for receiving the benefit is school attendance, which may be compromised due to the treatment of children and adolescents. Therefore, families that were included in the program before the child's illness can be excluded from the program due to non-compliance with this criterion.
Regarding the legislation that guarantees transportation for the movement of the patient from his home to the health unit, both TFD and gratuitousness in public transportation constitute important mechanisms to guarantee the treatment of children and adolescents, but both have significant limits. In the case of TFD, the legislation defines that the actions of states and municipalities in this area will depend on budget availability, leaving loopholes for the non execution or partial execution of what is recommended in the Ordinance. In relation to free public transportation, the approval of this right has been delayed, restricted to some types of vehicle and has a reduced number of passages, compromising the patient's access to the health unit.
It can be seen that the current Brazilian social protection system is an important instrument for ensuring the treatment of children and adolescents. However, in view of the magnitude of the cancer situation in Brazil, there is now demand for more comprehensive public policies and with less inflexible criteria that allow the necessary conditions for treatment and care to be carried out.
Based on the collected material, it should be reiterated that this study is restricted to the issue of cancer-related social protection among children and adolescents and its impact on family relationships from a specific set of official documents chosen using the criteria presented. Although it has been considered a relevant dimension of the problem, it is not reduced to this, because it is a complex and multifaceted phenomenon. It was not the purpose of the study, for example, to contemplate a discussion of the interfaces and interrelations between social demands and health demands in the broader scope of public health policies in Brazil, which could be considered here as a limit of the study. However, it is important to highlight the urgent need to expand public policies that support these families, allowing them full access to health, understanding that the guarantee of social and financial support are essential factors for the promotion of health. The studies on the child and adolescent population in oncological treatment demand the aggregation of knowledge, which has as the north the integral attention, involving patients and family. Thus, it is necessary to deepen the knowledge about the demands presented, in their singular and collective character, and the social protection destined to this part of the population, aiming at the improvement of the quality of the oncological assistance.
Finally, it is necessary to draw the attention of health professionals, civil society and public authorities to the collective issues of child and adolescent cancer, which are beyond the biological and psychological aspects addressed as inherent to the disease in this social group. These are fundamental issues related to social rights that have a profound impact on the life of the patient and his family as we intend to indicate and contribute to the debate. In addition, this study can contribute to a greater visibility of official documents available as an auxiliary tool in the approach of professionals dedicated to health care.
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